Aims and objectives. This literature review aims to delineate the determinants of perceived burden by informal caregivers and provide insight into the interrelatedness between these determinants. Background. Despite the attention given to the various determinants of perceived burden, their interrelatedness has not been unravelled. Insight into this interrelatedness is mandatory for the development of successful, complex, multivariate interventions to reduce perceived burden of informal caregivers. Design. Systematic review. Method. Four electronic databases, CINAHL, Embase psychiatry, Medline, Psychinfo and reference lists of selected articles, were searched. Publications between January 1985-2008 were included if they concerned mental illness, burden and care giving. Articles were selected according to predefined inclusion and exclusion criteria. Results. The results of mostly descriptive, cross-sectional and univariate research and the more process-oriented results coming from qualitative burden research are organised in a process orientated conceptual scheme or model adapted from the stresstheoretical framework by Lazarus and Folkman. The model indicates that perceived burden must be understood through the individual appraisal of stressors and the availability and use of internal and external resources. Perceived burden is the outcome of multiple, clinically overlapping psychiatric problems, problematic behaviour and functional disabilities. Conclusions. So far, intervention programs to reduce perceived burden of informal caregivers have not devoted much attention to the interrelatedness of the origins of burden. The conceptual model provides an overview of the various determinants of perceived burden and a clear picture of the possible interrelatedness appears. This overview of the most important sources of burden helps to develop a complex, multivariate intervention that is comprehensive, long-term, individually tailored and has the flexibility to meet the dynamics of burden over time. Relevance to clinical practice. Use of the conceptual model is crucial to professional nursing and the quality of support of informal caregivers.
Introduction
During the past decades, the policy of deinstitutionalisation of psychiatric patients has resulted in increasing numbers of people with severe mental illness living in the community. Among them are also older people, who rely on informal caregivers for support in daily living (Ministry of Health, Welfare and Sport 2001 , Muhlbauer 2002 , Rose et al. 2002 .
As family members are the most important informal caregivers, the role of family has become more important. However, the availability of informal caregivers is decreasing (Bosanquet 2001 , Struijs 2006 because of the increased participation of women in the workforce, increased geographical distance between family members and a smaller number of children per family (Struijs 2006) . Caring for the caregivers is therefore an important issue in community care, especially in care situations that are long lasting, where behaviour of the care receiver is problematic and the situation seems to be without any prospect of improvement. Typical examples of such situations are when the psychiatric illnesses are accompanied by a high prevalence of acute and chronic somatic illnesses and adverse effects of medication. They imply increments in care that go beyond the boundaries of normal or usual informal care (Montgomery et al. 1985 , Biegel et al. 1991 , Magliano et al. 1996 , Sisk 2000 . For caregivers, it means a significant investment of time and energy over extended periods of time, involving tasks that may be unpleasant and uncomfortable (Biegel et al. 1991) . Stress is chronic and enduring, and the caregiver is often an older person (de Boer 2005) . The complexity of care, the increasing appeal to informal caregivers and their decreasing availability place caregivers at risk of becoming overloaded and stressed (Ohaeri 2003) .
In this review, we studied the literature for factors or determinants that may influence, or be related to, the amount of stress in informal caregivers of older people with psychiatric problems and with problematic or unpredictable behaviour. Factors related to perceived burden are organised and categorised in accordance with the frame of the stresstheoretical model of Lazarus and Folkman (1984) . Insight into the origins of the informal caregivers' perceived burden, facilitates the development of a complex, multivariate intervention that is comprehensive, long-term and individually tailored with the flexibility needed to meet the dynamics of burden over time (Biegel & Schulz 1999 , Sö rensen & Pinquart 2003 , van Meijel et al. 2004 , Schultz et al. 2005 .
Method Selection of the articles
Potentially relevant research articles published from January 1985-2008 were retrieved from four databases: CINAHL, Embase psychiatry, Medline and Psychinfo. First, the databases were searched using the following keywords: (mental disorder OR mental disease OR mental illness) and (caregiver OR support OR family) and (burden) not (cancer) not (dementia OR Alzheimer). The retrieved articles were screened for their relevance, based on the title and abstract. Bibliographies were subsequently searched for potentially relevant articles not yet retrieved. The remaining articles were read and screened to determine whether they met the following inclusion criteria; informal caregivers of older people and adults with a (major) depression, a bi-polar disorder, an anxiety disorder, schizophrenia, obsessive compulsive disorder, personality disorders and concomitant difficult behaviour, originally published in English or Dutch. Studies focusing mainly on informal caregivers of people with dementia, delirium, or other cognitive syndromes, a physical disease, or research carried out in non-western countries, intervention studies and validation studies were excluded. The literature reviewed included papers reporting both qualitative and quantitative research, reviews and government reports. Articles included had to report at least the type of research, search strategy, instruments used, heterogeneity or homogeneity of informal caregivers and identified determinants. All studies making up the foundation of this systematic review were read repeatedly. The findings from these studies were then summarised in tables (Tables 1 and  2) , and the result of this systematic review is a synthesis of these analyses.
Building the conceptual model
Perceived burden is the result of the magnitude of the stressors, balanced by the way informal caregivers are able to make use of internal and external resources (Chappell & Reid 2002) . Informal caregivers give meaning to and respond to the experience of caring for someone with a mental illness. The process of adapting to and making sense of the situation that they find themselves in, evolves and changes in relation to resources and health outcomes.
Despite the attention paid to the various determinants of perceived burden in previous research, the potential moderating or mediating influence of the whole set of determinants of perceived burden has not yet been addressed. Ignoring the potential interrelatedness of the determinants of perceived burden may therefore lead to biased conclusions. To address this issue, we applied a process-oriented model based on the stress-theoretical model of Lazarus and Folkman (1984) . This model helps to organise findings of the literature search concerning the determinants related to perceived burden into three interrelated major components: (1) the stressors in the actual situation, (2) the process of how these stressors evolve and change in relation to the use of internal and external resources and (3) the research results related to outcomes such as perceived burden itself and various health consequences. 
Results
The final search resulted in 689 articles. After exclusion based on the inclusion and exclusion criteria, 51 articles remained. A flow diagram reflects the search strategy (Fig. 1) .
The components of the conceptual model
All retrieved articles were evaluated, and significant effects or associations with perceived burden were subsequently described within the three major components of the stresstheoretical model of Lazarus and Folkman (1984) (Fig. 2) . The first component reflects the origins of perceived burden and can be considered to be the actual sources of stress in the care-giving situation. The second component describes the process of appraisal, i.e. the buffering of the effects of stressors. The third component reflects information on the various outcomes, such as perceived burden and the health consequences.
Situation
Concerning the care-giving situation, caregivers experience three major sources of stress: (1) the ongoing problematic behaviour, (2) the care-giving tasks they perform for which they are not prepared, and (3) the losses they experience, such as loss of self (loss of one's identity), loss of a beloved person and loss of opportunities.
Problematic behaviour
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Care-giving tasks
The degree of (social) disability, the severity of symptoms, the uncertainty and unpredictability of the course of the illness (Biegel & Schulz 1999) and complications and crises (Duijnstee et al. 2001) are directly related to the kind and number of tasks the caregiver is required to undertake (Montgomery et al. 1985 , Skaff & Pearlin 1992 , Solomon & Draine 1995 , Pearson et al. 1988 , Magliano et al. 1996 , Chappell & Reid 2002 , Pinquart & Sö rensen 2003 . Over the course of time, the number of tasks increases because of the frailty and (somatic) comorbidity commonly seen in these patients (Montgomery et al. 1985 , Magliano et al. 1996 , Sisk 2000 . Because of the prevalence of acute and chronic illnesses such as chronic obstructive pulmonary disease (COPD), diabetes, hypertension, heart disease, stroke and the adverse effects of medication use, there is an increase in dependency concerning (instrumental) activities of daily living [(I)ADL]. Informal caregivers do not always feel prepared for their (new) roles (Pearson et al. 1988 , Norbeck et al. 1991 . They perform personal care tasks such as washing clothes, bathing and helping to get dressed and health care tasks such as giving injections and monitoring medication intake (Patterson et al. 1996) . Monitoring tasks such as supervision, regular checking of medication, telephone calls and indirect tasks such as locating and coordinating services, often add to household tasks such as cooking, taking the older person out for a walk, providing transportation and management of finances. Informal caregivers who live in the same house as the older person, particularly spouses, are even more involved in care giving and tend to report more role captivity, when compared to other family members or as to those who live apart (Gallagher & Mechanic 1996 , Patterson et al. 1996 , Solomon & Draine 1996 , Buck et al. 1997 , Jungbauer et al. 2004 .
Emotional consequences
Because of the fact that almost every domain of life is affected by care giving, including employment, social relationships, family relationships and activities, personal interests and hobbies, holidays and finances, it is often impossible to make long-term plans (Jeon & Madjar 1998, Exclusion based on title and abstract n = 602
Publications relevant for a more detailed evaluation n = 87
Exclusion based on the content of the paper n = 36
Studies included in this review n = 51 Biegel 2006) . Informal caregivers manage to cope by taking each day as it comes and not to look too far to the future. Because of this focus on everyday life and the widespread misunderstanding that psychiatric disorders will disappear over time, family and friends may become impatient or tired and leave the social network. In combination with the still existing social stigma, informal caregivers easily become isolated. To prevent a loss of interaction with the broader community, informal caregivers, in particular spouses and full-time informal caregivers, spend a lot of energy on maintaining family and social relationships. They are the only link between the older person and the outside world, including the health care system (Patterson et al. 1996 , Broe et al. 1999 , Veltman et al. 2002 . Caregivers often feel overwhelmed by the impact of the experience of care giving and of major disruptions in their established life style and their life goals and dreams. They are also overwhelmed by disruptions in their relationship with the ill person and their own emotional responses when confronted with, for instance, difficult behaviour (Jeon & Madjar 1998 , Rose et al. 2002 , Wynaden 2007 . In addition, recipients of care may be unsympathetic and often heavily absorbed in their own problems. They hardly ever express gratitude. Therefore, informal caregivers need to keep their expectations low with respect to reciprocity (Ö stman 2007).
Many informal caregivers experience a profound sense of loss and feelings of grief when a beloved person becomes mentally ill. The adjustment to this loss obviously differs from loss because of death, but the response of informal caregivers to the loss may be similar to the grief response to death (Solomon & Draine 1996) . While the ill person is still present in the life of the informal caregivers, such perceived (non-death) losses, contribute to an unending chronic sorrow, as the illness is woven into the lives of informal caregivers on a continuous basis (Karp & Tanarugsachock 2000 , Jones & David 2004 . This prominence of chronic sorrow, together with grief, anger, frustration, guilt and mourning, is an additional stressor in the informal care-giving experience and is often unrecognised by professionals (Patterson et al. 1996 , Chambers et al. 2001 , Rose et al. 2002 , Jones & David 2004 .
Process
The degree of perceived burden is explained by the way the appraisal of the stressors is transformed by the use and the availability of internal and external resources (Pearlin et al. 1981 , Solomon & Draine 1995 . Informal caregivers 'seek balance': they try to make sense of what is happening and try to restore their self-identity (Wynaden 2007).
Internal resources
Personality. Personality has been hypothesised to affect the appraisal process. The results of the Hooker et al. (1992) suggest that to understand the process fully, the personality of the caregiver must be taken into consideration. In this study, neuroticism and optimism are both significantly related to mental and physical health outcomes. Informal caregivers who have high neuroticism scores, rate themselves as more stressed and as less physically healthy. They have more depressive symptoms and lower psychological well-being. They also report more chronic conditions diagnosed by a doctor. Informal caregivers who score high on a scale of optimism, rate themselves as less stressed, have fewer symptoms of depression and have higher levels of psychological well-being.
Coping style. Coping skills are often cited as an important personal resource. An informal caregiver needs skills to manage strong emotions as well as difficult and often challenging situations (Hill et al. 1998 , Jeon & Madjar 1998 . With a problem-focused coping style, informal caregivers handle difficult situations in a more satisfying manner and this increases their confidence (Noh & Turner 1987 , Solomon & Draine 1995 , Hill et al. 1998 , Magliano et al. 1999 , 2003 , Chappell & Reid 2002 , Martire et al. 2004 . A more emotion-focused coping style is more often seen in situations where the older client seems to take no responsibility for his or her own actions (Magliano et al. 1995 (Magliano et al. , 1999 . In those situations, the caregiver uses coercion, resignation and avoidance (Magliano et al. 1995) . Researchers have also discovered that, in times of adversity, some informal caregivers demonstrate an unusual level of competence. This evidence of resilience (Mannion 1996 , Marsh et al. 1996 makes it imperative to include resilience in the conception of the experience of informal caregivers. Informal caregivers feel relief if the responsibility for the welfare of the older person with a mental illness can be shared not only with other family members or friends but also with a mental health professional who is familiar with the situation (Hallam 2007).
Self-concept. Informal caregivers report positive and negative changes in self-esteem and self-confidence (Hill et al. 1998) . The informal caregivers who are able to accomplish future goals, maintain a variety of interpersonal relationships and sustain a sense of identity, experience competence and power (Rose 1998a,b) . They find their role more fulfilling and uplifting (Veltman et al. 2002) . They do experience burden, but they learn new things that give them an awareness of inner strength and growth as a human being. Informal caregivers who are more confident are more successful in handling difficult situations. They experience fewer ups and downs in their self-esteem and perceive less burden (Noh & Turner 1987 , Skaff & Pearlin 1992 , Solomon & Draine 1995 , Patterson et al. 1996 , Hill et al. 1998 , Hunt 2003 , Pinquart & Sö rensen 2003 . In his study, MurraySwank et al. (2006) found that a substantial proportion of informal caregivers mobilise religious and spiritual resources to cope with their situation and experience greater self-esteem and self-care and less depression. In their opinion, religion is supportive to mastery.
Mastery is defined as a general measure of confidence. Selfefficacy measures the situation-specific perception of skills (Maibach & Murphy 1995 , Solomon & Draine 1995 . The mastery scale (Pearlin et al. 1981) appears not to be an accurate measure of the lack of control informal caregivers feel in specific illness-related situations (Rose et al. 2006) . Thus, the results of measuring differ according to the instrument used. For instance, the informal caregivers in the study of Solomon and Draine (1995) judge their knowledge and the situation-specific skills as insufficient, despite their overall confidence in handling difficult situations in general.
External resources Diverse activities. Informal caregivers who maintain some form of employment express less distress because work provides a distraction from the impact of the illness (Hallam 2007) . Relatives who are forced to give up leisure activities or their occupation have fewer sources of positive feedback. These sources of feedback prevent caregivers from being overwhelmed by their situation (Skaff & Pearlin 1992 , Ö stman 2007 . However, some activities can also be experienced as a burden (Buck et al. 1997) .
Skills. Older clients who suffer functional deficits and somatic comorbidities are often in need of assistance with ADL (e.g. bathing) and IADL (e.g. handling money). After the age of 65, somatic comorbidities may gradually exacerbate pre-existing problematic behaviour. Mental illness, problematic behaviour, frailty and other complaints accompanying ageing are interrelated. However, with growing experience and better information, the coping abilities of informal caregivers increase (Jungbauer et al. 2004 ).
Social support. Social participation, instrumental support and emotional support all help to reduce stress (Noh & Avison 1988 , Solomon & Draine 1995 , Cuijpers 1999 , Chambers et al. 2001 . Informal caregivers who exploit their network of social support show a more accepting style in handling problems (Norbeck et al. 1991) . Informal caregivers look for a person who understands their feelings (Jeon & Madjar 1998), supports their thoughts and ideas (Solomon & Draine 1995) , someone in the immediate circle with whom they can talk freely, without fear or stigmatisation. This affirming support contributes to adaptive coping.
In situations where the older person has a social network of his or her own, the informal caregiver is even more optimistic about assisting the care receiver (Birchwood & Cochrane 1990 , Magliano et al. 1995 , 2003 . When family, friends or neighbours are together involved in care giving, however, different ideas about how to handle the situation may make things more complicated (Cuijpers 1999 , Chappell & Reid 2002 . From the life course perspective, loss of friends and family through death or physical decline can lead to a shrinking social network, which in turn can exacerbate feelings of loneliness and social isolation (Patterson et al. 1996) .
Outcome
The literature related to outcome shows that if there is no balance between the actual situation and the use of internal and external resources, perceived burden and primary and/or secondary health consequences will become apparent.
Perceived burden
Perceived burden is the result of various diverse and interrelated determinants and is therefore seen as a complex process (Lazarus & Folkman 1984 , Pearlin et al. 1981 , Schene 1990 , Patterson et al. 1996 , Greenberg et al. 1997 , Biegel & Schulz 1999 , Stam & Cuijpers 1999 . Although adequate coping mechanisms will reduce stress, a certain amount of burden will remain. A high amount of perceived burden increases the risk of negative physical, psychological and physiological outcomes. Therefore, negative outcomes with regard to physical and mental health and well-being are a potential sign of a high level of perceived burden (Thompson & Doll 1982 , Noh & Turner 1987 .
Health consequences
The literature results can be distinguished into two different types of health consequences. In this review, they are described as 'primary health consequences' and 'secondary health consequences'. The primary health consequences are mainly psychosocial or behavioural responses to a high level of perceived burden. Secondary consequences, on the other hand, are the more objective consequences that cause damage to the physical and mental health and well-being of the informal care giver.
Primary health consequences
Physiological, behavioural and emotional responses such as lack of sleep, anger, irritation, headache, worry, guilt, discouragement and a poor diet (Thompson & Doll 1982 , Montgomery et al. 1985 , Magliano et al. 1996 , 1999 , Provencher & Mueser 1997 , Samele & Manning 2000 , Stroup et al. 2002 are often seen. These complaints may lead to exhaustion or fatigue and feelings of hopelessness and powerlessness (Magliano et al. 1995 , Gallagher & Mechanic 1996 , Patterson et al. 1996 , Jeon & Madjar 1998 , Laidlaw et al. 1999 , Sisk 2000 , Hunt 2003 , resulting in a higher amount of perceived burden and a failure to address one's own health problems. Compared with the general population, the overall quality of life of caregivers of spouses appears to be lower (Angermeyer et al. 2006) . Informal caregivers, in general, show an increased use of (self) medication and less visits to their general practitioner (Pruncho & Potashnik 1989) .
Secondary health consequences
Secondary health consequences are the objectively attributable physical, psychological, social and financial consequences to the care-giving situation (Patterson et al. 1996 , Chappell & Reid 2002 . Compared with a group of similar aged non-caregivers, informal caregivers are at greater risk of physical and psychiatric diseases such as cardiovascular diseases, infectious diseases because of decreased cellular immunity, weight change and clinical depression (Pruncho & Potashnik 1989 , Patterson et al. 1996 , Duzijn et al. 2000 , Beach et al. 2005 . They report higher rates of diabetes, arthritis, ulcers and anaemia. It has been suggested that more than half of the informal caregivers need medical attention because of these secondary consequences (Fredman & Daly 1997 , Laidlaw et al. 1999 .
Discussion
The present study has brought together the scattered and partial explanations of the origins of perceived burden and organised these in a process-oriented conceptual model adapted from the work of Lazarus and Folkman (1984) . This model indicates that perceived burden is the outcome of a complex interplay between stressors and internal and external factors that buffer the negative effects of the stressors. So far, research on the origins of perceived burden mainly focused on static relations. This study stresses the importance to take into account the dynamics, the circularity of the process and the interrelatedness of these relations in the design of intervention strategies to reduce caregiver burden and argues that this strategy is likely to be more effective than interventions that focus on one, or just a limited amount of potential causes of perceived burden.
In choosing a proper intervention, nurses need to know the caregivers perception of the care-giving situation. Nurses have the opportunity to attain this knowledge because they have access to the private world of the caregiver. By developing intimate relationships with the caregivers, nurses may encourage caregivers to indicate their perceived burden so they can advice on how to handle, for instance, the apparently never-ending unpredictability of behavioural problems. As nurses participate in the care-giving system, they can observe caregivers' coping style and the amount of social support given to the care recipient. Informal caregivers express their feelings of grief and sadness about caring for an older person who is not getting better. In sum, the nurse is in a unique position to tailor an intervention that naturally fits the situation. Their support is easily accessible because of the frequency with which they meet the patient and his or her informal caregiver.
Although the (community) mental health care nurses are in a unique position to support informal caregivers of older patients with severe mental illness, a complex, multivariate intervention that is comprehensive, long-term, individually tailored and has the flexibility to meet the dynamics of burden over time, is not yet available.
Conclusion
Based on the literature, we may conclude that perceived burden must be seen as the result of a complex interplay between a variety of factors. This suggests that further research or clinical practice should take into account this complexity of perceived burden especially in a situation where the mental illness is chronic and probably unsolvable. The focus on a single cause might not be effective in reducing perceived burden in the long term. This overview of the most important sources of burden helps to develop a complex, multivariate intervention that is comprehensive, long-term, individually tailored and has the flexibility to meet the dynamics of care giving over time. With this intervention, the mental health care nurse can support the often aged partners, children or siblings of these older persons with a severe functional psychiatric syndrome and concomitant problematic behaviour.
Relevance to clinical practice
Knowledge about the origins of perceived burden is important for structuring nursing clinical expertise and designing effective strategies to support the informal caregivers of older people with a severe functional psychiatric syndrome and concomitant problematic behaviour to improve their quality of life. The conceptual model can be used as a guidance in assessing and organising the appropriate information needed to support the informal caregiver in a structured way. The Journal of Clinical Nursing (JCN) is an international, peer reviewed journal that aims to promote a high standard of clinically related scholarship which supports the practice and discipline of nursing.
Contributions
For further information and full author guidelines, please visit JCN on the Wiley Online Library website: http:// wileyonlinelibrary.com/journal/jocn
